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Summary
Objectives:  To  compare  the  capacity  of  the  MYCaW  questionnaire,  a  priority  list  of  concerns
covered  by  validated  questionnaires,  and  semi-structured  interviews  to  identify  patients’  per-
sonalized concerns  and  related  changes.
Design:  In  a  pragmatic  trial  on  the  effectiveness  of  energy  healing  as  rehabilitation  after  colo-
rectal cancer,  a  sub-sample  of  31  participants  completed  the  MYCaW  questionnaire  and  the
priority list  and  were  interviewed  before,  during  and  after  the  treatment  period.
Setting: Treatments  were  provided  in  healers’  clinics  in  Denmark.
Main outcome  measures:  For  each  participant  convergences  and  divergences  of  the  outcome
measures  are  identiﬁed,  and  strengths  and  weaknesses  of  the  three  methods  in  regard  to
capturing personalized  concerns  and  changes  are  discussed.
Results:  Three  patterns  were  identiﬁed:  (1)  in  the  intervention  groups  concerns  stated  in  MYCaW
were adjusted  after  experience  with  the  treatment,  while  concerns  stated  in  interviews  and  the
priority list  remained  stable  throughout  the  study;  (2)  emotional  concerns  were  reported  more
often in  interviews  than  in  MYCaW,  physical  concerns  were  predominant  in  MYCaW,  and  quality
of life  was  marked  as  a  primary  concern  most  frequently  on  the  priority  list;  (3)  participants
reported greater  improvement  in  interviews  than  in  MYCaW.
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Introduction
It  has  recently  become  relatively  common  to  carry  out
clinical  trials  in  which  healthcare  providers  offer  and
individualize  treatments  similar  to  everyday  clinical  prac-
tice,  instead  of  providing  identical  treatments  determined
by  a  research  protocol.  This  new  approach  has  been
named  ‘pragmatic  trials’  and  an  extensive  discussion  of
how  such  trials  can  be  performed  and  how  they  dif-
fer  from  ‘explanatory  trials’  have  taken  place.1—3 In  the
present  study,  the  focus  on  individualization  was  taken
one  step  further.  The  aim  was  not  only  to  let  the  prac-
titioners  provide  individualized  treatments,  but  also  to
enable  their  clients  to  formulate  personalized  concerns
which  they  hoped  would  be  improved,  while  at  the
same  time  enable  the  research  team  to  rigorously  and
scientiﬁcally  evaluate  the  development  of  these  person-
alized  concerns.4 For  this  purpose,  the  capacity  of  three
distinct  methods,  the  Measure  Yourself  Concerns  and  Well-
being  (MYCaW)  questionnaire,  semi-structured  interviews,
and  a  priority  list  constructed  by  the  CCESCAM  research
team,1 covering  issues  measured  by  validated  question-
naires,  was  tested  in  a  study  of  energy  healing  as  cancer
rehabilitation.
Energy  healing  is  the  ﬁfth  most  frequently  used  form
of  complementary  and  alternative  medicine  in  Denmark,
although  energy  healing  in  general  is  considered  with  some
skepticism  among  the  Danes.5 In  2005,  6%  of  the  pop-
ulation  had  used  energy  healing  at  some  point  in  their
life  and  in  2010  use  had  risen  to  8%.  In  2010,  2.1%
had  used  energy  healing  within  the  past  12  months.6
Energy  healing  is  thus  a  rather  marginal  form  of  treat-
ment  in  Denmark,  although  not  unknown.  The  effectiveness
of  energy  healing  is  disputed,  and  a  review  of  pub-
lished  research  on  energy  healing  concluded  that  existing
research  does  not  allow  for  conclusions  regarding  its
effectiveness.7
Previous  research  has  shown  that  energy  healing  in
Denmark  commonly  follows  a  general  pattern.  The  ﬁrst  part
of  the  treatment  consists  of  a  dialog  in  which  the  client
talks  about  his/her  concerns.  Then  the  healing  —  laying  on
of  hands  on  and/or  outside  the  body  —  is  performed.  A  con-
versation  about  the  experience  of  healing  concludes  the
session.5,8,9This  article  examines  how  to  identify  and  capture  the
concerns  for  which  the  participants  of  a  trial  wanted
improvement  as  well  as  the  changes  related  to  these  con-
cerns.  To  address  this  question  three  tools  are  compared
1 See Acknowledgement.
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n  the  MYCaW  questionnaire  seem  to  require  that  participants
atment  under  study.  The  priority  list  directs  participants  to
arkings  are  stable.  Interviews  are  well  suited  to  disclose  con-
.g.  anxiety  of  relapse,  and  experiences  of  subtle,  non-speciﬁc
y  Elsevier  Ltd.  This  is  an  open  access  article  under  the  CC
commons.org/licenses/by-nc-nd/3.0/).
nd  strengths  and  weaknesses  of  each  of  them  are  dis-
ussed.
ethods
he  present  analysis  is  based  on  data  of  a  sub-sample
f  31  persons  from  a  pragmatic  trial  on  energy  heal-
ng  as  cancer  rehabilitation  conducted  in  Denmark  in
011—12.
he  pragmatic  trial
ealers  were  identiﬁed  and  recruited  through  a  national
ssociation  of  healers  (‘Healer-Ringen’).  Inclusion  criteria
ere  (1)  treatment  facilities  used  solely  for  the  practice  of
ealing,  and  (2)  clinic  location  within  the  regions  of  Cen-
ral  and  Southern  Denmark.  Based  on  an  extraction  from
he  Danish  National  Patient  Registry  a  total  of  783  eligi-
le  persons  to  receive  treatment  were  identiﬁed.  Eligibility
riteria  included:  (1)  primary  diagnosis  of  colorectal  cancer,
eﬁned  as  C18—C20,  according  to  the  International  Classi-
cation  of  Diseases  (ICD10);  (2)  completed  treatment  with
urgery  alone  or  with  chemotherapy  or  radiotherapy  in  the
outhern  or  Central  Region  of  Denmark  between  1st  of  March
010,  and  1st  of  August  2011;  and  (3)  aged  ≤80  at  the
ime  of  inclusion.  Patients  were  excluded  if  they:  (1)  were
nable  to  comply  with  the  data  collection  protocol;  (2)  had
oor  understanding  of  the  Danish  language;  or  (3)  were  in
alliative  care  or  had  a known  recurrence  of  cancer  prior
o  inclusion.  Eligible  participants  were  randomized  into  a
elf-selection  arm  or  a  randomization  arm  prior  to  initial
ontact.
Participants  in  the  randomization  arm  were  further  ran-
omized  to  intervention  (RH)  or  control  (RC)  groups,  and
he  participants  in  the  self-selection  arm  chose  self-selected
ealing  (SH)  or  self-selected  control  (SC).  This  resulted  in  a
our-arm  design.  A  total  of  247  individuals  participated  in
he  study.  Of  these,  58  participants  (23.5%)  were  random-
zed  to  RH,  and  55  participants  (22.3%)  to  RC.  Eighty-two
articipants  (33.2%)  chose  SH,  52  participants  (21.1%)  chose
C.
The  intervention  consisted  of  four  sessions  of  energy
ealing  distributed  individually  by  each  participant-healer
air  over  a  2-months  period.  The  energy  healing  sessions
ook  place  in  the  healers’  clinics.  Treatment  was  not
estricted  to  a  speciﬁc  form  of  energy  healing,  provided  that
t  was  based  on  the  general  idea  of  the  healer  transmitting
ome  kind  of  ‘‘energy’’  to  the  participant.  Most  healers  pro-
ided  Reiki  healing  or  a  personal  mixture  of  hands-on  and
piritual  healing.  Each  healing  session  lasted  one  to  one  and
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Table  1  Demographic  characteristics.
Gender  Age  Conventional  treatment  CAM  experience
Randomized  control
1  F  71  Surgery  No
2 F  55  Surgery,  chemo  No
3 M  72  Surgery,  chemo  No
4 F  66  Surgery,  chemo  Yes
5 M  52  Surgery,  chemo,  radiotherapy  No
Randomized  healing
6  M  66  Surgery,  chemo  No
7 M  50  Surgery,  chemo Yes
8 F  48  Surgery,  chemo Yes
9 F  69  Surgery,  chemo  yes
10 F  80  Surgery,  chemo,  radiotherapy  No
11 M  71  Surgery,  chemo  No
12 F  68  Surgery  Yes
13 F  48  Surgery  Yes
Self-selected  control
14  M  63  Surgery,  chemo,  radiotherapy  No
15 M  57  Surgery  No
16 M  57  Surgery  No
17 F  64  Surgery,  chemo  No
Self-selected  healing
18  F  50  Surgery,  chemo,  radiotherapy  Yes
19 F  55  Surgery  Yes
20 M  78  Surgery,  chemo  No
21 F  36  Surgery  Yes
22 F  60  Surgery,  chemo  Yes
23 M  64  Surgery,  chemo  No
24 M  71  Surgery,  chemo  Yes
25 M  58  Surgery,  chemo  Yes
26 F  55  Surgery  Yes
27 F  51  Surgery,  chemo  Yes
28 F  69  Surgery,  chemo  Yes
29 M  65  Surgery  No
30 M  58  Surgery,  chemo  No
31 F  75  Surgery  Yes
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r half  hours.  Conversation  as  usual  was  accepted,  but  no
ther  form  of  therapy  was  allowed.
ataset  and  aims
or  this  sub-study,  data  regarding  concerns  stated  in  the
YCaW  questionnaire,  ticked  on  a  priority  list  and  expressed
n  semi-structured  interviews  were  extracted  for  the  31
articipants  included  in  the  interview  sample  (Table  1).
he  investigation  explores  and  compares  the  personalized
oncerns  pointed  to  in  each  of  the  three  methods,  as
ell  as  the  patients’  evaluation  of  the  changes  regarding
hese  concerns  as  voiced  in  the  interviews  and  the  MYCaW
uestionnaires.  The  MYCaW  questionnaire  and  the  priority
ist  were  included  in  a  collection  of  validated  ques-
ionnaires  completed  by  participants.  The  questionnaires
nd  return  envelopes  were  posted  to  participants’  home
ddresses.
a
p
a
ahe  MYCaW  questionnaire
he  MYCaW  questionnaire  is  a  short  questionnaire  devel-
ped  for  evaluating  cancer  support  services,  including
omplementary  therapies.  A  patient-centered  outcome
uestionnaire,  it  aims  to  encompass  aims,  values  and  treat-
ent  effects  prioritized  by  individuals,  and  to  enable
ach  individual  to  provide  an  unambiguous  assessment  of
hange  over  time.10,11 The  MYCaW  questionnaire  has  been
sed  in  several  cancer  support  centers  in  studies  without
ontrol  groups  and  as  a  tool  for  reporting  and  scoring  con-
erns  to  be  responded  to  by  the  treatment.10—16 MYCaW
llows  participants  to  formulate  concerns  in  their  own
ords  for  which  they  hope  the  treatment  can  provide
elief.  In  this  sense,  it  produces  qualitative  data.  The
pproach  is,  however,  also  quantitative  as  the  partici-
ants  additionally  score  the  severity  of  their  concerns  on
 numerical  scale  ranging  from  0  to  6,  0  being  the  best
nd  6  the  worst.  There  are  two  versions  of  the  MYCaW:  a
c
i
c
s
e
a
M
p
c
a
c
t
c
p
D
M
M
e
t
c
p
m
s
t
t
o
i
a
e
s
I
T
b
s
i
h
S
c
i
P
D
i
d
C
T
a
a
‘How  to  capture  patients’  concerns  and  related  changes  
self-completion  version  and  one  for  completion  face-to-face
with  a  representative  of  the  clinical  practice  under  investi-
gation.  In  the  present  study  the  self-completion  version  was
used.
The  MYCaW  questionnaire  is  reported  to  be  popular
because  of  its  brevity,  acceptability  and  responsiveness  to
change.10,12,14 Furthermore,  in  a  recent  paper  concerned
with  how  to  measure  outcomes  regarding  complementary
and  alternative  medicine  (CAM),  Sagar17 discusses  the  need
for  measurement  tools  that  acknowledge  the  individuality
of  primary  problems  when  measuring  the  outcome  of  ther-
apies,  which  aim  to  enhance  quality  of  life.  The  author
is  particularly  concerned  with  CAM  used  with  conventional
cancer  treatment.  Among  other  approaches,  he  proposes
MYCaW  as  a  tool  that  ‘‘allows  patients  to  set  their  own  crite-
ria  for  quality  of  life  outcomes’’  speciﬁcally  for  outcomes
of  cancer  supportive  care  that  includes  complementary
therapies.17
For  the  present  study,  two  Danes  translated  the  MYCaW
questionnaire  from  English  into  Danish  independently;  after
agreement  on  the  Danish  wording,  a  native  English  speaker
translated  the  Danish  version  into  English  in  order  to  vali-
date  the  translation.  All  trial  participants  were  asked  to
formulate  concerns  in  the  self-completion  version  of  the
MYCaW  questionnaire  twice:  10  days  after  inclusion  (T2)  and
four—six  weeks  after  baseline  (T3).  The  concerns  stated  at
T2  were  scored  at  T2  and  T3;  the  new  concerns  stated  at  T3
were  scored  at  T3,  T4  and  T5  (see  Figure  1).
The  priority  list
The  priority  list  was  constructed  by  the  CCESCAM  research
team  and  comprised  a  simple  list  of  labels  of  the  eight  areas
covered  by  validated  questionnaires  included  in  the  study.
These  eight  areas  were:  ‘symptoms  (including  late  effects
of  treatment)’,  ‘physical  activity’,  ‘quality  of  life’,  ‘depres-
sive  symptoms’,  ‘mood’,  ‘sleep  quality’,  ‘economy’,  and
‘other’;  these  topics  were  covered  by  the  questionnaires
‘symptom  check-list’,18 SF-36v2TM  (only  the  part  on  physi-
cal  functioning),  PAS-1,  FACIT-sp,  EQ-5D,  BDI-II,  POMS-PPES
TAS-15,  IPQ-R,  BIPQ  and  PSQI.  Each  participant  was  asked  to
tick  the  priority  area  of  greatest  concern  after  completing
the  MYCaW  at  T2  and  T3  (Figure  1).  In  the  present  paper,  the
validated  questionnaires  are  not  discussed,  only  the  choice
of  the  area  of  greatest  concern  as  reﬂected  by  the  choice
on  the  priority  list  is  included  here.
The  semi-structured  interviews
Four  interviews  lasting  on  average  1  h  were  conducted  by
one  of  two  anthropologists  at  T2,  T3,  T4  and  T5  (Figure  1).
The  31  interviewees  were  selected  strategically  to  cover  a
range  of  age,  type  of  conventional  treatment  and  prior  expe-
rience  with  CAM  (Table  1).  The  same  interviewer  conducted
all  four  interviews  with  a  given  participant;  identical  inter-
view  guides  were  used  for  all  31  participants.  The  ﬁrst  and
last  interviews  were  conducted  in  the  participants’  homes,
and  the  second  and  third  interviews  were  carried  out  by
telephone  or  Skype.  A  spouse  was  often  present  during  the
interviews.  The  interviews  were  semi-structured  and  aimed
at  exploring  concerns  and  experiences  of  recovery  after  the
m
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ancer  and  hospital  treatment.  The  interviews  undertaken
n  the  participants’  homes  additionally  aimed  at  establishing
ontextual  knowledge  about  each  participant,  e.g.  family
etting,  work  conditions,  leisure  time  activities.  Prior  to
ach  interview,  the  interviewer  examined,  which  concerns
nd  scores  of  concerns  the  participant  had  formulated  in
YCaW,  and  which  areas  of  concern  were  ticked  on  the
riority  list.  If  the  interviewee  did  not  mention  the  con-
erns  stated  in  MYCaW  and  ticked  on  the  priority  list  during
n  interview,  the  interviewer  asked  the  participant  which
oncerns  had  been  written  in  the  MYCaW  and  ticked  on
he  priority  list.  If  the  participant  was  unable  to  recall  the
oncerns,  the  interviewer  would  mention  them  and  ask  the
articipant  to  elaborate.
ata  analysis
YCaW
YCaW  data  regarding  the  sample  for  this  sub-study  were
xtracted  from  the  database  recording  all  answers  from
he  247  trial  participants.  In  this  database,  each  MYCaW
oncern  from  each  participant  was  entered  in  the  partici-
ant’s  wording  and  subsequently  categorized  into  major  and
inor  categories  (called  super-categories  and  breakdown  of
uper-categories  by  some  researchers 11).  The  categoriza-
ion  of  the  MYCaW  data  was  performed  independently  by
wo  researchers  and  subsequently  discussed  until  agreement
n  placement  in  a minor  category  was  reached.  The  partic-
pants’  wording  of  the  concerns,  their  placement  in  major
nd  minor  categories,  and  the  scoring  of  each  concern  were
xtracted  from  the  database  for  the  31  participants  of  this
ub-study.
nterviews
he  interviews  were  audio-recorded  and  transcribed  ver-
atim.  In  the  analysis,  each  interview  was  screened  for
tatements  concerning  what  participants  hoped  energy  heal-
ng  could  do  for  them  and/or  their  experiences  of  energy
ealing,  and  what  changes  in  health  they  had  experienced.
ubsequently,  a  table  was  constructed  for  each  participant
overing  concerns,  expectations,  own  strategies  for  health
mprovement  and  experiences  of  changes.
riority  list
ata  on  choices  on  the  priority  list  by  the  31  participants
ncluded  in  this  sub-study  was  extracted  from  the  overall
atabase.
omparison  across  dataset
o  compare  data  from  the  three  methods,  the  MYCaW  data
nd  the  priority  list  data  were  gathered  into  one  table  with
ll  data  relating  to  each  participant  in  the  same  row.  A
biography’  was  constructed  for  each  participant  with  infor-
ation  on  concerns  and  experienced  changes  as  expressed
n  MYCaW,  interviews  and  the  priority  list.  Subsequently,
atterns  across  biographies  were  searched  for  and  general
atterns  were  identiﬁed.
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thics
he  study  adheres  to  the  ethical  requirements  of  the
elsinki  Declaration.  Participants  received  written  and  oral
nformation  about  the  study  and  were  informed  that  they
ere  free  to  withdraw  from  the  study  at  any  time  during
he  study  period.  All  data  has  been  anonymized.  The  study
as  presented  to  the  regional  Committee  of  Research  Ethics
n  Southern  Denmark  and  has  been  approved  by  the  Danish
ata  Protection  Agency.
indings
hree  main  patterns  were  identiﬁed,  based  on  data  from
YCaW,  interviews  and  the  priority  list.  The  ﬁrst  pattern  is
bout  adjustment  in  MYCaW  concerns  from  T2  to  T3;  the
econd  pattern  deals  with  a  noticeable  difference  between
oncerns  voiced  in  each  of  the  three  methods;  the  third  pat-
ern  concerns  a  divergence  in  the  reporting  of  outcomes  or
xperiences  of  improvement  in  MYCaW  and  in  interviews.
rticulating  new  concerns
bout  one  third  of  the  participants  in  the  intervention  groups
eight  of  22  participants  (two  from  RH  and  six  from  SH))
hanged  their  MYCaW  concerns  from  T2  to  T3.  Although  a
eneral  trend  of  better  scoring  in  regard  to  the  ﬁrst  choice
f  MYCaW  concerns  can  be  seen,  none  score  the  ﬁrst  con-
erns  as  0  (as  good  as  can  be)  at  T3  (see  Table  2).  Therefore
he  change  in  MYCaW  concern  cannot  be  seen  as  a  sign  that
he  concern  has  been  fully  met,  but  may  be  interpreted  as
djustment  to  their  new  experience  of  energy  healing.  Only
wo  of  these  participants  changed  their  choice  on  the  prior-
ty  list  and  none  of  them  changed  the  issues  mentioned  as
rimary  concerns  in  interviews  (see  Table  2).
One  person  who  changed  the  MYCaW  concerns  was  Benita
all  names  are  pseudonyms),  a  50  years  old  woman  whose
oncerns  in  MYCaW  at  T2  were  ‘‘Pain  management’’  and
‘To  feel  well  and  avoid  constantly  thinking  about  sickness’’,
hile  at  T3  she  changed  her  concerns  to  ‘‘Continue  to  work
n  being  in  the  present  and  avoid  creating  problems  for  the
uture’’  and  ‘‘To  accept  yourself  as  you  are.  Accept  not  to
ive  up  to  the  expectations  of  others  and  yourself’’.  During
he  interviews,  Benita  said  that  before  the  ﬁrst  healing  her
rimary  concerns  were  how  to  cope  with  the  pain,  tired-
ess  and  ‘‘bad  thoughts’’  and  after  the  last  healing  that
he  energy  healing  had  helped  her  cope  with  psychological
roblems  and  pain.  During  the  last  interview  she  said:
‘
r
ime  line.
‘‘I  talked  with  [the  healer]  about  trying  to  accept  the
ituation  as  it  is,  to  try  to  live  here  and  now.  And  I  have
ecome  better  at  that  lately.  The  condition  is  the  same:
erve  pain.  But  now  I  have  reached  a  state,  where  I am  able
o  say:  It  doesn’t  matter—it  will  never  be  as  it  was  before,
his  is  how  it  is  and  it  is  OK’’.
Data  from  the  interviews  show  that  17  of  the  22  par-
icipants  receiving  energy  healing  had  no  prior  personal
xperience  with  this  treatment.  It  appears  then  that  the
ontact  with  the  healer  inﬂuenced  the  participants’  expec-
ations  and  thus  their  concerns  voiced  in  MYCaW.
In  comparison,  eight  of  nine  control  participants  had
nchanged  MYCaW  concerns  from  T2  to  T3.  An  example
s  Brenda,  a  66  years  old  woman.  At  both  T2  and  T3  her
oncerns  were  ‘‘I  have  hypersensitive  ﬁngers  and  feet’’,
nd  ‘‘I  don’t  have  full  control  of  my  bowel  movements’’.
his  resonates  with  the  interviews,  where  she  spoke  of  both
er  sensory  disturbances  and  bowel  problems.  In  addition,
hough,  in  the  interviews  she  also  talked  about  anxiety  of
elapse.  In  accordance  with  this  emotional  problem,  her
riority  area  was  ‘‘Quality  of  life’’  at  both  T2  and  T3.
iving  voice  to  concerns  through  different  methods
nother  pattern  emerging  from  comparing  the  concerns
cross  the  three  methods  was  a  tendency  to  voice  differ-
nt  kinds  of  concern  in  each  method.  This  pattern  applies
o  both  intervention  and  control  group.  Physical  concerns
nd  hospital  related/late-side-effect  concerns  dominated  in
YCaW  at  T2,  while  psychological  and  emotional  concerns
ominated  in  the  interviews,  and  the  priority  list  showed  an
qual  distribution  of  emotional  and  physical  concerns  (see
able  3).
Two  examples,  one  from  the  intervention  group  and  one
rom  the  control  group,  illustrate  the  more  frequent  voicing
f  emotional  concerns  in  interviews  as  compared  to  MYCaW.
Interviewer:  ‘‘Do  you  have  any  expectations  about  the
nergy  healing?’’
Elaine  (80  years,  RH):  ‘‘I  can  tell  you  this:  I have  been
aking  Christmas  gifts  for  my  grandchildren  and  great-
randchildren,  and  I  have  written  on  each  of  them,  they
re  not  wrapped,  but  they  are  in  some  kind  of  plastic  and
 have  written:  Merry  Christmas  2011,  from  grandmother.’’
The  interview  was  conducted  in  September  2011.]
Interviewer:  ‘‘Why  did  you  do  that?’’
Elaine  (with  broken  voice  and  tears  in  her  eyes):‘Because  I did  not  think  I  would  live  any  longer.’’
This  concern  with  a  possible  near  death  is  neither
eﬂected  in  MYCaW  nor  the  priority  list.  At  T2  Elaine  wrote
n  MYCaW:  ‘‘Vacuuming,  laundry’’  and  ‘‘Go  visiting’’,  and  at
H
ow
 to
 capture
 patients’
 concerns
 and
 related
 changes
 
695
Table  2  Concerns  mentioned  by  eight  participants  that  received  healing  and  changed  MYCaW  concerns  from  T2  to  T3.
Participants  Interview  dataa Priority  at  T2  and  (T3)  MYCaW  at  T2-statement
(category)  plus  scoreb
MYCaW  at  T3-statement
(category)  plus  scorec
RH  (Bertie) ‘‘I  am  awfully  tired  and
dizzy.’’
Sadness.  Restlessness.
‘‘Belief  can  move
mountains,  so
perhaps. .  .’’
No  special  wishes.
Quality  of  life
(Quality  of  life)
1:  ‘‘Quality  of  life.  I  am
totally  stuck.’’  —  (Quality
of  life,  positive  thinking
and  well-being)  (5;  4)
1:  ‘‘Have  surplus  energy
and  get  going  again.
Have  the  enormous
fatigue  I have  removed’’
— (Fatigue  (incl.  Poor
energy  level))  (6;  5;  5)
2: ‘‘I  feel  there  is
something  happening  in
the  body  and  head,  do  not
know  what,  but  is  starting
to feel  restless  in  the  body
and  sadness  ‘‘—  (Mood  and
self-esteem)  (5;  4)
2:  ‘‘Get  rest  in  the
body’’  —  (Body/mind
relaxation)  (5;  5;  —)
RH
(Hannah)
‘‘There is  this  little
anxiety.  It  pops  up  every
time  my  stomach
aches.’’
‘‘Healing  may  have  an
effect—especially
against  something
psychological.’’
Quality  of  life
(Quality  of  life)
1:  ‘‘Insecurity.’’  —  (Fear
and anxiety)  (3;  2)
1:  ‘‘Insecurity.’’  —  (Fear
and  anxiety)  (2;  1;  —)
2. ‘‘Fear  to  become  sick
again’’  —  (Fear  and
anxiety)  (3;  1)
2.  ‘‘Make  others
understand  how  I am  and
feel’’  —
(Communicational
needs)  (4;  1;  —)
SH
(Benita)
‘‘I have  much  pain  where
the  rectum  has  been.’’
Tired  and  ‘‘bad
thoughts’’.
‘Interesting.  If  it  works
then  it  is  absolutely
fantastic.’
Late  side  effects
(Late  side  effects)
1.  ‘‘Pain  management’’  —
(Acceptance  and
adaptation)  (6;  5)
1.  ‘‘Continue  to  work  on
being  in  the  present  and
avoid  creating  problems
for  the  future’’  —
(Quality  of  life,  positive
thinking  and  well-being)
(2; 2;  3)
2. ‘‘To  feel  well  and  avoid
constantly  thinking  about
sickness’’  —  (Acceptance
and  adaptation)  (4;  5)
2.  ‘‘To  accept  yourself  as
you  are.  Accept  not  to
fulﬁll  the  expectations
of  others  and  yourself’’
— (Quality  of  life,
positive  thinking  and
well-being)  (4;  2;  3)
SH
(Arnold)d
Wife:  ‘‘He  has  cold
ﬁngers  and  feet.’’
Wife:  ‘‘The  healing  may
give  him  peace  of
mind.’’  d)
Physical  activity
(Physical  activity)
1.  ‘‘None  —  cancer  in  the
stomach,  tumor  in  liver
and stomach’’  —  (Other
physical  problems)  (6;  2)
1.  ‘‘Better  well-being’’
—  (Quality  of  life,
positive  thinking  and
well-being)  (3;  3;  3)
2. —  (Empty  ﬁeld)  (2;  —) 2.  —  (Empty  ﬁeld)  (—;  —;
3)
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Table  2  (Continued)
Participants  Interview  dataa Priority  at  T2  and  (T3)  MYCaW  at  T2-statement
(category)  plus  scoreb
MYCaW  at  T3-statement
(category)  plus  scorec
SH
(Charlene)
Stress  and  misery.
‘‘Healing  does  something
to  my  aura  and  may  give
me peace,  energy  and
better  mood.’’
Quality  of  life
(Mood)
1:  ‘‘To  ﬁnd  the  cause  of
my sickness  —
psychological.  To  reach  a
clear  mind’’  —
(Acceptance  and
adaptation)  (1;  1)
1:  ‘‘To  get  rid  —  totally
—  of  stress,  ﬁnd  more
positive  energy’’  —
(Body/mind  relaxation)
(1; 1;  0)
2: —  (Empty  ﬁeld)  2:  —  (Empty  ﬁeld)
SH (Lissie) ‘‘My  problem  is  neuritis
in  hands  and  feet.’’
A little  worry.
‘‘It  may  beneﬁt  the
neuritis  in  hands  and
feet.’’
Quality  of  life
(Quality  of  life)
1:  —  (Empty  ﬁeld)  1:  ‘‘My  problem  is  my
hands’’  —  (Sensory
disturbances  in  hands
and/or  feet)  (3;  5;  —)
2: —  (Empty  ﬁeld)  2:  ‘‘And  my  feet’’  —
(Sensory  disturbances  in
hands  and/or  feet)  (5;  5;
—)
SH (Rudy)  ‘‘I  don’t  feel  sick.’’
‘‘I have  no  speciﬁc
expectations’’
Quality  of  life
(Quality  of  life)
1:  ‘‘No  problems’’  —  (no
problem)  (—;  2)
1:  ‘‘Rest  in  the  body’’  —
(Body/mind  relaxation)
(2; 1;  2)
2: —  (Empty  ﬁeld)  2:  —  (Empty  ﬁeld)
SH
(Vickie)
‘‘Humming in  my  body,
and  the  scar  tightens.’’
Anxiety.
Hopes  healing  gives
better  well-being.
Late  side
effects(Physical  activity)
1:  ‘‘To  lift  something
heavy’’  —  (Other  physical
problems)  (3;  4)
1:  ‘‘Strengthens  the
immune  system’’  —
(Problems  related  to
other  diseases)  (1;  1;  0)
2: ‘‘Something  is  tight  on
the stomach  (trousers)’’  —
(Other  physical  problems)
(3;  4)
2:  ‘‘To  get  to  feel  a  little
better  in  the  body’’  —
(Body/mind  relaxation)
(3; 2;  1)
a Concerns and expectations as voiced in interviews at T2 and T3.
b MYCaW concerns 1 and 2 in participants’ own words and (major category) at T2. (Scores at T2 and T3; score 0 = does not bother me  at all, 6 = bothers me  to a high degree.)
c MYCaW concerns 1 and 2 in participants’ own words and (major category) at T3. (Scores at T3, T4 and T5, score 0 = does not bother me at all, 6 = bothers me  to a high degree.)
d During the interviews Arnold was very weak and asked his wife to speak for him. As he was present during all interviews and had asked for it himself we accept it as his voice.
How  to  capture  patients’  concerns  and  related  changes  
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3  she  wrote,  ‘‘Have  the  pressure  disappear’’  and  ‘‘Touch’’.
n  the  priority  list,  she  ticked  ‘‘late  side-effects’’  at  both  T2
nd  T3.  It  seems  striking  that  the  three  different  methods
or  obtaining  knowledge  of  central  concerns  of  participants
an  elicit  answers  as  different  as  these.  Another  example
emonstrates  how  some  issues  only  come  to  the  fore  grad-
ally,  and  then  only  in  the  interviews.
Interviewer:  ‘‘Are  you  worried?’’
Edward  (57  years,  SC):  ‘‘No  —  they  say  they  have  taken
t  all  away.  But  I can’t  help  thinking  of  —  [sentence  incom-
lete]’’
Interviewer:  ‘‘Do  these  thoughts  bother  you  on  a  daily
asis?’’
Edward:  ‘‘No  —  not  really  on  a  daily  basis  —  but  it’s  like
t  work,  now  there  is  one  who  has  died  of  cancer  —  it’s  a
ittle  —  [sentence  incomplete]’’
Edward  began  all  four  interviews  by  saying  that  he  had
o  problems;  only  later,  when  he  seemed  to  feel  safe,  and
irectly  asked,  did  he  reveal  his  anxiety.  He  did  not  write
ny  concerns  in  MYCaW,  but  signiﬁcantly  his  priority  area  is
‘mood’’  at  T2  and  ‘‘quality  of  life’’  at  T3.  In  this  case,  as
n  Brenda’s  case  above,  there  is  good  congruence  between
nterviews  and  the  priority  list,  while  nothing  has  been
tated  in  the  MYCaW  questionnaire.
ifference  in  reporting  of  improvement
he  third  pattern  concerns  a  difference  between  MYCaW
nd  interviews  regarding  the  reporting  of  changes  related  to
tated  concerns.  Data  on  14  of  the  31  participants  showed
ome  correlation  between  changes  reported  in  MYCaW  and
n  interviews.  However,  10  participants  expressed  improve-
ent  to  a  higher  degree  in  interviews  than  in  MYCaW,
lthough  those  who  had  received  energy  healing  expressed
oubt  as  to  whether  the  change  was  due  to  the  treatment
r  to  time  since  termination  of  hospital  treatment.
For  example,  Charlene  stated  in  MYCaW  at  T2  that  her
nly  concern  was  ‘‘To  ﬁnd  the  cause  of  my  sickness  —  psy-
hological.  To  reach  a  clear  mind’’.  She  scored  this  concern
s  ‘‘1’’  at  both  T2  and  T3.  At  T3  her  new  concern  was  ‘‘To
otally  get  rid  of  stress,  ﬁnd  more  positive  energy’’,  which
he  scored  as  ‘‘1’’  at  T4  and  ‘‘0’’  at  T5.  That  is,  in  MYCaW
er  scorer  reﬂects  no  or  only  a  minor  change.  In  interviews
he  did,  however,  talk  about  broader  and  non-speciﬁc  pos-
tive  changes.  In  the  ﬁrst  interview  she  declared  that  she
anted  ‘‘clarity,  getting  rid  of  stress  and  better  energy  and
ood’’.  In  interviews  2,  3  and  4  she  expressed  a  general
mprovement  and  said  that  she  felt  ‘‘lighter’’  and  more
‘whole’’.  Also,  her  mood  had  improved,  and  she  was  sure
hat  the  healer  had  contributed  to  this.  She  said  in  the  2nd,
rd  and  4th  interviews  (the  following  is  a  summary):
‘‘I  think  that  it’s  been  really  good.  I  went  for  it  and  did  not
eally  know  what  I  had  agreed  to,  but  I  must  say  that  it  has
een  very  positive.  And  I have  also  noticed  an  improvement
n  myself.  I  have  felt  ‘lighter’  after  the  treatments  and  more
ositive  and  yes  —  it  is  really  hard  to  explain  what  happens
hen  you  lie  there  on  the  couch.  But  something  happened
2nd  interview].  . . .It was  just  easier  to  walk,  you  ﬂoated  just
 little  more.  It’s  so  hard  to  explain.  But  it’s  something  about
eeling  ‘lighter’.  And  there  is  more  coherence  in  my  body.
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nd  you  get  a  little  more  energy  [3rd  interview].  .  .  . And  it
elped  me  look  a  little  brighter  on  life.  .  .  [4th  interview].’’
Although  this  pattern  of  expressing  improvement  to  a
igher  degree  in  interviews  than  in  MYCaW  applies  to  both
he  intervention  and  the  control  group,  the  narratives  of
mprovement  of  participants  in  the  intervention  group  are
ore  comprehensive  and  expressive  than  those  of  the  con-
rol  group.
iscussion
hree  main  patterns  of  reporting  concerns  and  improve-
ents  were  identiﬁed.  The  ﬁrst  pattern  dealt  with
djustment  of  expectations  for  energy  healing.  A  substantial
umber  of  participants  in  the  intervention  group  changed
heir  expectations  to  what  energy  healing  might  facilitate
fter  having  consulted  the  healer,  whereas  the  control  group
enerally  had  unchanged  expectations.  These  ﬁndings  indi-
ate  that  MYCaW  is  well  suited  to  register  adjustments  of
xpectations  of  a  certain  treatment  if  new  concerns  can  be
ormulated  during  a  trial.  In  addition,  the  ﬁndings  indicate
hat  relatively  many  participants  initially  did  not  know  what
o  expect  from  energy  healing,  which  points  to  the  rele-
ance  of  introducing  a  treatment  and  its  possible  range  of
utcomes  before  the  formulation  of  MYCaW  concerns.  This
s  relevant  especially  in  trials  like  the  present,  in  which  par-
icipants  do  not  choose  the  treatment  themselves  but  are
ffered  to  participate  in  a  clinical  trial  and  asked  to  com-
lete  the  self-completion  version  of  MYCaW.  The  present
tudy  supports  the  original  idea  from  the  originators  of
YCaW  that  the  self-completion  version  should  be  admin-
strated  only  if  participants  have  prior  knowledge  of  the
reatment  form  investigated.2
The  second  pattern  dealt  with  the  predominance  of  emo-
ional  concerns  mentioned  in  the  interviews  compared  to
YCaW.  Most  of  these  emotional  issues  dealt  with  the  par-
icipants’  anxiety  of  relapse  and  possible  death.  This  may  be
nterpreted  as  an  expression  that  cancer  is  culturally  closely
elated  to  death.19 In  several  British  studies  the  majority
f  the  MYCaW  concerns  related  to  emotional  issues,  e.g.
nxiety.10,12,14 A  difference  between  these  studies  and  our
tudy  is  that  the  participants  in  the  British  studies  were  still
ndergoing  hospital  treatment  for  cancer,  whereas  the  par-
icipants  in  our  study  had  completed  hospital  treatment.
ince  the  participants  in  our  study  were  assumed  to  be  free
f  current  cancer,  thoughts  of  death  may  be  less  urgent
han  to  patients  undergoing  actual  cancer  treatment  with
ncertain  results.  However,  the  conﬁdence  in  the  interview
ituation  may  have  opened  for  the  deep  concerns  of  the  par-
icipants.  Thus,  the  higher  frequency  of  emotional  concerns
oiced  in  interviews  reﬂects  the  co-construction  of  meaning
hat  takes  place  in  semi-structured  interviews,20 which  is  at
he  core  of  this  method’s  capacity  e.g.  to  explore  emotional
ssues.Furthermore,  the  predominance  of  emotional  concerns
n  interviews  may  be  interpreted  as  an  expression  of  the
ifﬁculty  elderly  people  in  Denmark  have  in  verbalizing
2 conf. http://www.bris.ac.uk/primaryhealthcare/resources/
ymop/sisters/.
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motional  issues.21 This  is  supported  by  the  fact  that  par-
icipants  verbalizing  fear,  anxiety  or  other  emotional  issues
n  MYCaW  belonged  to  the  younger  end  of  the  participants’
ge  spectrum.
The  third  pattern  concerned  a  difference  in  the  repor-
ing  of  improvements  in  MYCaW  and  the  interviews,  which
as  interpreted  as  an  indication  that  interviews  are  better
uited  to  gaining  insight  into  experiences  of  subtle,  non-
peciﬁc  and  non-anticipated  changes.  An  explanation  for
hy  one  third  of  participants  expressed  improvements  to
 greater  degree  in  interviews  than  in  MYCaW  could  be  that
he  interview  situation  provides  an  inter-subjective  space
or  reﬂections  regarding  potential  changes.  In  the  MYCaW,
hange  is  expressed  by  scoring  concerns  on  a numerical
cale,  while  interviews  open  a  possibility  to  express  and
laborate  on  experiences  of  subtle,  non-speciﬁc  changes.
uch  changes  might  be  expressed  more  easily  in  a  dialog
ith  an  interviewer  who  actively  explores  experiences  of
hange.
With  inspiration  from  anthropologist  Clifford  Geertz  the
iscussion  of  three  methods  for  capturing  personal  con-
erns  may  be  qualiﬁed  by  the  concepts  of  ‘thick’  and
thin’.22 It  may  be  argued  that  a  ‘thick’  methodology
s  interpretative  and  reveals  layer  after  layer  of  mean-
ng  of  a  given  phenomenon,  while  a  ‘thin’  methodology
aptures  the  obvious  and  apparent  characteristics  of  a
henomenon.
The  three  methods  may  be  positioned  on  a  continuum
rom  ‘thick’  to  ‘thin’.  At  the  ‘thickest’  end  ethnographic
eldwork  is  situated  and  at  the  ‘thinnest’  end  question-
aires  giving  predeﬁned  options  for  responses  are  found.
emi-structured  interviews  as  used  in  the  present  study  are
ituated  in  the  middle  of  the  continuum.  Although  limited
n  time  and  content,  the  semi-structured  interview  invites
he  interviewee  to  search  for  deeper  meaning  during  the
nterview  and  thus  opens  for  expressing  nuances  of  appar-
ntly  simple  answers.  The  most  important  component  of  a
emi-structured  interview  is  an  active  interviewer,  creat-
ng  space  for  reﬂections  and  expressions  of  experiences.  It
s  exactly  in  the  interface  and  dialog  between  two  persons,
hat  knowledge  arises.20,23 Face-to-face  interviews  also  have
he  advantage  of  the  physical  presence  enabling  registration
f  gestures,  tones  of  speech  and  body  language.
The  open  text  ﬁeld  in  the  MYCaW  questionnaire  allows
articipants  to  formulate  concerns  in  their  own  words.  How-
ver,  as  the  intention  with  MYCaW  was  to  develop  a  small
ool,  easy  to  handle  in  research  with  many  participants10,11,24
he  aim  is  not  to  elaborate  on  one’s  situation  as  such,  but
o  state  in  a  few  words  concerns  for  which  one  hopes  to  ﬁnd
elief.  The  concerns  stated  in  MYCaW  are  thus  less  detailed
nd  nuanced  than  the  concerns  mentioned  in  the  interviews.
herefore,  the  MYCaW  questionnaire  can  be  conceived  of  as
eing  positioned  towards  the  ‘thin’  end  of  the  continuum.
imilar  to  the  conclusions  of  another  recent  study  compar-
ng  a  questionnaire  with  interviews25 the  results  of  this  study
ndicate  that  only  relying  on  MYCaW  data  may  lead  to  incom-
lete  pictures  of  what  is  at  play  for  the  patients  and  thus
o  an  insufﬁcient  understanding  of  patients’  concerns  and
xperiences  of  improvement  in  relation  to  individualized
herapies.
Concerning  the  priority  list,  it  is  conceived  as  belonging
o  the  very  ‘thinnest’  end  of  the  spectrum;  participants  are
11
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only  permitted  to  choose  between  labels  of  areas  of  con-
cern.  This  has  the  advantage  of  the  researcher  not  having
to  interpret  the  results,  as  is  required  with  data  from  inter-
views  and  concerns  written  in  the  MYCaW  questionnaire.
The  ﬁndings  of  the  present  comparison  provide  valuable
knowledge  of  three  methods  to  capture  personalized  out-
comes  of  treatment.  It  is  a  strength  of  the  study  that  control
groups  were  included,  but  since  the  conclusion  is  based  on
only  31  cases  further  research  is  needed  for  it  to  be  con-
ﬁrmed.
Conclusion
In  conclusion,  the  three  tools  each  have  their  own  strengths
and  weaknesses.  While  MYCaW  and  the  priority  lists  lend
themselves  to  quantitative  measures  and  use  in  large-scale
studies,  the  self-completion  version  of  MYCaW  requires  that
participants  are  well  acquainted  with  the  treatment  under
study  in  order  to  express  relevant  concerns.  MYCaW  does,
however,  seem  to  be  sensitive  to  changes  in  concerns.  Inter-
views  seem  to  be  well  suited  for  dealing  with  concerns
touching  upon  sensitive  issues,  e.g.  anxiety  of  relapse,  and
to  gain  insight  into  the  complexities  of  participants’  mean-
ings  and  concerns.  Further,  interviews  complement  MYCaW
questionnaire  in  capturing  non-speciﬁc  and  non-anticipated
experiences  of  improvement.
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